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Strategies of Cancer Registry against Protecting Personal Health Data™

Bum Jung Park, M.D., Hyung Rho Joo, M.D., I1-Seok Park, M.D.,
Jin-Whan Kim, M.D., Young-Soo Rho, M.D.
Department of Otothinolaryngology-Head and Neck Surgery, College of Medicine, Hallym University, Seoul, Korea

Objectives and Background : Aims of this studies are to collect and analyze the lawful restriction against
cancer registration and to suggest the model promoting the cancer registry.

Materials and Methods : Total 16 countries, the members of OECD, including the U.S. are evaluated. the sta-
tus of cancer registration of the evaluated countries are analyzed. The legislated laws, protect the individual’s
information, of the evaluated countries are analyzed. The cases any registries were impaired with the law to protect
privacy are searched and analyzed.

Results : All of the evaluated countries have some kinds of privacy protecting laws. For cancer registration,
11 of 16 countries implement some lawful authorities. Some of countries have experienced restriction of
registration by the law of protecting individual’s health data. All countries have performed cancer registry and
6 of 16 countries have nearly 100% population-based cancer registration.

Conclusions : The cancer registry has to be the national effort. The informed consent of the data subjects and
the permission of any special institutes are the difference to perform the registration. So, it is necessary to legi-
slate any law supporting the cancer registration and establish any independent institutes to protect the individual’s
health data and support the cancer registry.

KEY WORDS : Cancer - Cancer registry - Privacy - Health data.
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Fig. 1. Number of patients consulted for ARF and enrolled in observational study at each center.
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Table 1. Overall participation rates and reasons for nonpar-
ticipation among patients eligible for enrollment in
phases 1 and 2 of the registry of the Canadian stroke
network*

Phase 1 Phasel
(N=4285) (N=2823)
% of patients

Variable

Overall participation rate 39.3 50.6
Consent obtained from patient 27.9 35.9
Consent obtained from surrogate 11.4 14.7

Overall nonparticipation rate 60.7 49.4

Reasons for nonparticipation
Patient died before could be 6.8 4.9

approached
Patient left hospital before could be 19.7 4.9
approached
Language barrier 1.4 1.9
Surrogate decision maker unavailable 6.5 5.9
Other reasons " 17.1 20.1
More than three attempts to contact - 10.1
patient unsuccessful
Patient non admitted - 4.6
Miscellaneous - 5.4
Patient or surrogate refused consent 9.2 11.8

* ! Phase 1 took place between June 2001 and February 2002,
phase 2 took place between June 2002 and December
2002

T : The “Other reasons” category was expanded in phase 2

to include the subcategories “More than three attempts to
contact patient unsuccessful” and “Patient not admitted”
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Table 2. Characteristics of the patients who consented to participate and those who did not participate in the registry of the

Canadian stroke network

Phase 1 Phase 2
Variable Not Not
Participating participating p value Participating participating p value

Median age (yr) 69 72 <0.001 72 73 0.09
Male sex (%) 53.3 51.1 0.17 54.7 48.7 0.002
Alive at discharge (%) 94.3 84.3 <0.001 93.6 84.4 <0.001
Level of consciousness on admission (%)

Alert 78.5 65.7 <0.001 88.1 79.9 <0.001

Confused* 7.7 12.6 - -

Drowsy 4.3 8.2 9.1 13.0

Unconscious 9.5 13.5 2.8 7.1
Race of ethnic group (%)

Asian 4.0 15.7 <0.001 2.4 8.1 <0.001

White 91.3 77.3 85.0 63.2

Other 4.7 7.0 12.6 28.7
Preferred language (%)

English 59.9 55.9 0.002 75.5 65.0 <0.001

French 30.3 28.4 14.5 10.1

Other 9.8 15.7 6.1 12.1

Unable to determine 3.9 12.8
Median length of stay (days) 10 3 <0.001 11 9 <0.001

* 1 The “confused” subcategory was eliminated in phase 2 of the registry
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